and death of others. From a purely cognitive point of view, preschoolers tend to believe that death is reversible, just as it is for many cartoon characters they see; as one 5 year old said to me, "I'll die, but I'll be back as a beagle." Elementary school-age children understand the irreversibility of death and are often interested in what we adults might think are macabre details; "Dr. Pat," the 8 year old asked, "how does a dead body become a skeleton? Do the worms eat it? But how do the worms get into the coffin?" Pre-adolescents and young teens usually understand the irreversibility of death but are uninterested (or even sickened) by gory details; "Once I'm dead," the dying 14 year old asked me, "will I have a body? Will I remember all you guys?" As the cognitive capabilities of older adolescents move toward that of adults, they begin think about death the same way that adults do, especially those adults in their circle of influence.
A child's emotional response to dying and death is much more complicated. Some children laugh when told the news that someone has died; others act out in negative ways. Still others refuse to believe it, while others are sad and cry. In our society, boys are supposed to be strong, so they are more likely than girls to laugh or act as if nothing of significance has happened, and they are less likely to cry openly. I am reminded of the 12 year old boy who publicly said, "So, my dad died; no biggie" and then sobbed for hours when he was alone in his room. This stereotypical behavior becomes more pronounced with age. As with adults, the more complicated a relationship a child or teen has had with the deceased, the more likely it is that grief will be complicated.
The responses of children and adolescents to dying and death are also affected by their previous experience with both. Young people who have been exposed to dying and death often take their lead from the significant adults around them, especially those of the same gender. There can always be exceptions, but if the adults are brave, children and adolescents try to be brave; if the adults fall apart, children and adolescents are more likely to do so. Much of this behavior is culturally and religiously influenced, as in some ethnic groups, wailing (for both men and women) is the norm, while in others, stoicism is expected.
Children and teens can also manifest complicated responses when they or a loved one is in the dying process. Children might be jealous of all the attention a seriously ill sibling receives, and they might act out to garner some attention for themselves. "I know my sister is sick," the healthy 9 year old said, "but I'm sick of everyone caring about her all the time. Doesn't anyone care about my feelings" A dying child or teen might blame his parents for not protecting him from that which is causing his dying, thus instilling guilt in them. "If you guys had bought a house in a different neighborhood," 12 year old argued, "maybe I wouldn't have gotten a brain tumor." Some children and teens think that a dying person is "exaggerating" symptoms in order to get more attention, and so they can be cruel in their words or actions. "My brother is a good guy," the 10 year old said, "but I really think that he uses his cancer to make people feel sorry for him." A dying child or teen canovertly or unconsciouslymanipulate others to get what she wants. "Dad, can I have an iPhone? I probably won't be here much longer, and an iPhone would make me happy." Although these comments might seem self-centered, they are normal responses to situations that are well out of control for patient, sibling, and parents. Both the dying child/teen and family members can be affected; hence, there is a need to consider them all in our approach.
On the other hand, many (if not most) dying children and adolescents try to protect loved ones by denying symptoms or even that they are dying. In my experience, most dying children and adolescents knew they were dying, even when no one spoke of them about it because parents forbade the medical team to do so. One 11 year girl told me, "I'm dying, but I don't think my mom and dad know, so don't tell them, OK? It will just make them really sad." Even younger children are aware. A 6 year old said, "Dr. Pat, I know I'm really sick and I might not get to go home anymore. But let my dad think that I will go home because he's building a tree house for me, and I don't want him to feel bad."
Naturally, the older one gets, the more aware of just how much will be lost because of a serious illness and death. Although most preschoolers don't think about this, because of their poor understanding of the future, elementary school-age children and adolescents often come to realize that they will never grow up, get married, go to college, or get a job. Some elementary school-age children will never even be able to make it to high school. Furthermore, as children and adolescents become more ill, they often come to the painful realization that the present is probably the best that it will get, with the future not only being uncertain but also worse in terms of how they feel.
Spiritually, children and teens might display some behavior typical for their age, but they might also be either less mature or more mature than their peers. Serious illness, in my experience, has a way of promoting spiritual maturity far beyond a person's chronological age or stage. Because of their tendency to believe death to be reversible, and their overall magical thinking in general, preschoolers are either positive that God is going to make them all better, or they might believe that this illness (and how bad they feel) is God's punishment of them for some real or imagined act. A 5 year old dying of AIDS said to me, "I wish I could remember what I did that God would give me AIDS. It must have been when I was a baby. If I could remember, I would apologize to God. Then the AIDS would go away." Elementary school-age children are much more concrete in their thinking, and they often pray to get better (or for their sibling to get better); when that fails to happen, their faith in God can be shaken. Children ask: "If God can do anything, why won't God heal me (or my sibling)? Is God mad at me? Punishing me? Teaching me a lesson? Ignoring me? Too busy for me? Why is God doing this to me? Does God not love me?" For a Christian child in a concrete stage of development, Jesus' words "Ask and you shall receive" are taken literally; so why isn't she receiving what she most wants? When I worked in a pediatric AIDS clinic, children would often break my heart by saying, "You can draw my blood, Dr. Pat., but the AIDS won't be there anymore, because I asked Jesus to take it away." One of the hardest situations that I ever had to face as a physician was when such a child returned, and I had to inform her that the AIDS virus was still present. The sadness, frustration, and anger expressed by children in this situation were almost more than I could bear, although it made me a much for humble physician and lay minister. Failure to have such prayers answered has been, in my experience, a common reason for children to become angry at God or to lose faith in God altogether.
Pre-teens and adolescents can also become angry at or lose faith in God. Some young people begin to wonder whether they are so ill because they believe in the "wrong" God; in other words, if they were of a different faith tradition, one that God was more "pleased with," they wouldn't be ill. A 15 year old asked me, "Do you think that I would be dying if I were a Buddhist? Maybe God likes Buddhists better than Christians." In such cases, they might refuse to see a priest or minister of their faith tradition and, instead, request a representative of another tradition. Of course, this can happen to parents and siblings as well.
COMMON REACTIONS ACROSS THE AGE SPECTRUM
Several reactions are common, regardless of the age of young patients.
The first is fear of pain. Physical pain has the capacity to rob us of our dignity, as we writhe and cry when pain wracks our bodies. In such instances, we can think of nothing but our pain. For children and teens, intense pain is scary in that it seems to have a life of its own, and they can't stop it. There are good medications that can control pain, even in the youngest of patients, and they should be used wisely. Pain medications are often a classic example of Thomas Aquinas' double-effect: they can alleviate pain (the intended good), but they also have a sedating effect and a more worrisome respiratory depression effect (the unintended bad). Hence, they must be titrated to achieve the maximum positive effect that can be reached within the parameters of preserving respiratory effort as much as possible.
The second is fear of abandonment. None of us want to feel that there is no one to turn to, especially when we are ill or in trouble. Regardless of how complicated parentalchild relations are, most children and adolescents want their parents for company and comfort when they are in pain, frightened, worried, or ill. Children and adolescents are often afraid that they will be abandoned if they say or do the wrong thingsa kind of retributive punishment for misbehavior. So, they often clam up about their fears or about the fact that they know they are dying when no one speaks about it. "I keep thinking," the 13 year old told me, "that if I'm super brave, everyone will like me more and won't leave me alone." Because some parents can't handle the trauma of watching their child die, they stay away, adding emotional suffering to the physical pain the young patient might be experiencing. In addition, some children and adolescents feel that even God has abandoned them, so they are truly alone, lacking even the Divine Presence to which to turn.
The third is fear of being forgotten. Although it is unlikely that a child or adolescent will be forgotten by family and friends, the fear remains. "Will you guys remember me once I die?" the anguished 9 year old asked his parents. "Or will you forget that I was ever here?" We all want to be remembered and want to think we've made a difference in someone's life; in this, young people are no different than older persons. If we are forgotten, does that mean our existence had no meaning? Meaning is as important for young people as it is for older ones, as we all want to live lives full of meaning. And it is often said that meaningless suffering is the worst type because there is no purpose to it.
PILLARS OF CATHOLIC SOCIAL TEACHING AND BIOETHICAL PRINCIPLES: THEIR RELATIONSHIP TO END OF LIFE ISSUES WITH CHILDREN, ADOLESCENTS, AND THEIR FAMILIES
Traditionally, there are seven pillars of Catholic Social Teaching (CST): life and dignity of the human person; call to family, community, and participation; option for the poor and vulnerable; solidarity; rights and responsibilities; dignity of work and the rights of workers; and care for God's creation. The first four of these easily apply to end of life issues with children and adolescents, and their families. Although there are four major principles of bioethicsbeneficence, non-maleficence, autonomy, and justice -there are a number of other principles that have particular meaning with children, adolescents, and their families. Although nearly every principle applies, in the interest of space, I will only cover the most pertinent ones. Bioethical principles of beneficence and non-maleficence apply to all patients and their families, regardless of age. In our care for patients, we are to intend to and do good, and intend to and avoid doing evil. In the case of young childrenand sometimes older ones as wellthe "good" that we do is often experienced as "bad" by them, as when a needed treatment causes pain or adverse side effects. Complicating this situation is the cognitive inability of young patients to comprehend why we must do the things we do. This requires a careful explanation about the treatment, in language appropriate to the age and stage of young patients, with encouragement for them to voice their fears, anger, questions, and other experienced reactions. Also applicable here is the principle of toleration, in which an evil is tolerated so as not to lose a greater good. For the young patient, the treatment might well be experienced as an evil, one which he wants eliminated at all costs. To the older patient, parent, or medical provide, the treatment might be the pathway to a better outcome, and so they permit it. With good, age-appropriate, and compassionate communication, we honor the dignity of any patient who cannot understand why it must hurt so much in order to feel better.
The basis of CST rests on the dignity of the human person. All human beings, regardless of age, have an inherent dignity because they are made in the image and likeness of God. Even though illness has a way of bringing out the worst in many of us, we must treat even the youngest or most irascible or immature patient in a dignified manner. This means that we strive to meet each person where he or she is, addressing the needs or questions they express.
When children or adolescents ask us questions or complain about some aspect of their care, we are to respond in such a way that preserves their dignity. Bioethically, every person should be considered to be an autonomous agent, in so far as he or she is able. Although this might not be possible for the youngest of children, older children and adolescents can exercise some degree of autonomy; they get to choose whether to go to the playroom or not, to attend a gathering or not, and (in some cases) what to eat and when or where to eat it. Older children and adolescents should be asked their opinions about therapies and, if at all possible, their opinions should be taken into account when decisions are being made. In this way, we demonstrate our respect for them (and their families).
Informed consent is important but challenging in caring for dying children and adolescents. Children and adolescents usually do not have the legal status to give informed consent; their parents must do so for them. This means that understandable information must be provided to parents. Yet, that does not mean that children and adolescents have no part in this process. Most children's hospitals encourage medical teams to seek assent from children and adolescents. Assent is not legally binding, but its intent is to ensure that children and adolescents: 1) receive an age-appropriate explanation of what is occurring and why; 2) are encouraged to ask any questions they may have and receive age-appropriate responses; and 3) agree to the treatment or procedure. Assent needs to be sought without any coercion from parents or medical personnel. This respects the inherent dignity of the young patient and is especially important when treatments or procedures are being entertained that are more experimental in nature.
The wise physician takes seriously a young patient's freely-given refusal to grant assent. It either means that she has not received a careful explanation or had her questions adequately addressed or that she has serious reservations about what is being proposed. In such cases, a family meeting is in order; an ethics consultation might be necessary.
CST emphasizes the importance of family and community, strongly encouraging participation by those who are closest to a situation or a decision. Of course, parents must be involved in decisions regarding their child's care. But, as stated above, the child or adolescent also should be involved. If the child is old enough to have an opinion, he should be encouraged to offer it. That opinion should be heard and honored as much as possible. In fact, older adolescents who understand much of what is going on might have definite ideas about what they want and what they do not want in terms of care. CST values subsidiarity, i.e., decisions are to be made at the most local level, rather than be imposed from a more distant level. Thus, involving the patient, parents, and siblings in important treatment and family issues before imposing external rules is of utmost important. Although this might mean it takes longer for certain decisions to be reached, the benefit is an increased sense of involvement of patient and family alike and a better adherence to Catholic principles of care.
CST underscores an option for the poor and vulnerable and solidarity with them. All ill people are vulnerable because they are at the mercy of the medical system and individuals who know more than they do. This is more marked for those who are poor or lack sophistication. Children and adolescents are even more vulnerable because they lack sophistication in complicated matters, and they cannot make legally-binding decisions for themselves. They depend on parents to do that for them. Although the vast majority of parents have their children's best interests at heart, some parents do not, as news stories constantly remind us. Thus, we must be in solidarity with young patients, always cognizant of their vulnerability and seeking the best for them.
Yet, religious freedom must be honored, even if adherence to a particular religion means that certain treatments will be refused. This is more complicated when minors are involved. For example, would the child choose to refuse a blood transfusion that could easily save her life, or would she choose to embrace her parents' religious values? When at all possible, before court orders are obtained, a young patient's opinion should be sought in the matter. This is not to engender dissension in a family but to ensure that a child or adolescent who is capable of offering an opinion has the freedom to do so. In my experience, most young patients choose life.
CONCLUSION
The unique developmental and ethical end-of-life issues faced by pediatric patients and their families should be given more attention, both by the medical community and by Church leadership. Although Church leadership has offered much guidance about seriously ill newborns, there has been much less guidance for those caring for children beyond infancy and adolescents. This article has outlined important developmental and ethical considerations that would foster the best possible care for dying children and
